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Poster Presentations / 54 (2014) S34eS93S40no chronic medical needs beyond the typical adolescent. The pa-
tient population included patients ages 14-21 from the George-
town Adolescent Clinic. Patients were identiﬁed as Well or SHCN.
Patients in both groups were identiﬁed through medical records
and from an internal registry of patients with SHCN. To assess
patients’ readiness for transition a readiness assessment contain-
ing 19 questions was used. This assessment is a modiﬁed version of
the checklist used in The Got Transition Program, a national effort
to support the transition process in patients with SHCN. The an-
swers for each question were assigned a score of one to four. The
mean score was calculated in each category and for the readiness
ruler among both the well and SHCN groups. The means of the two
groups were then compared for each category using a two sample
T-test.
Results: The well group scored lower in readiness on thirteen of
the questions while the SHCN group scored lower on ﬁve ques-
tions. For the questions where the SHCN had lower scores, none
were signiﬁcant while for the well group, ﬁve were signiﬁcant. The
data showed that the adolescents without SHCN were slightly less
prepared in the transition process than those with SHCN. Specif-
ically, well adolescents need more support in understanding how
and when to make appointments and in understanding their in-
surance status.
Conclusions: A smooth and effective transition from pediatric to
adult care is essential. Currently well youth and those with SHCN
are under prepared for this transition. Research and transition
initiatives are needed for all youth.
Sources of Support: Rusan Chen, PhD, Center for New Design
Learning and Scholarship for statistical support. Got Transition? A
program of The National Alliance to Advance Adolescent Health




CONCORDANCE BETWEEN YOUTH AND PARENTS’ SCORES AND
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Purpose: The Am I ON TRAC for Adult Care questionnaire, a mea-
sure of readiness for transition from paediatric to adult care for
youth with special health care needs, has both youth and parent
versions. The purpose of this study was to examine the concor-
dance between youth and parent ON TRAC questionnaire scores
and responses.
Methods: During clinic appointments 200 adolescents ages 12-19
and their parents/guardian (n ¼ 191) were recruited from waiting
rooms of four outpatient clinics (diabetes, neurology, gastrointes-
tinal, cardiology) at BC Children’s Hospital, Vancouver for a study
of transition measures. Participants completed a study package,
which included demographic information and the Am I ON TRAC
for Adult Care questionnaire. The ON TRAC questionnaires consist
of a knowledge scale and behaviour index. The youth and parent
questionnaires ask youth and parents respectively to report on theyouth’s health and self-care related knowledge and behaviour.
Each youth-parent dyad was treated as a matched pair and
dependent t-Tests were performed to examine the concordance
between youth and parent ON TRAC scores and item responses.
Results: Of the162 youth-parent dyads that were examined most
accompanying parents were female (77%), 54.5% were accompa-
nying sons, and the parent reported mean youth age was 15.2
(SD ¼ 1.9). Participants were distributed across the clinics, with
37% from diabetes, 27% cardiology, 27% gastroenterology, and 9%
neurology. Results from dependent t-Tests of ON TRAC knowledge
and behaviour scores found on average, youth scores were signif-
icantly higher than parent scores, i.e., youth reported they
possessed more health and self-care knowledge (t(152)¼ 3.32, p¼
.001, r ¼ .26) and consistently engaged in health care behaviours
more frequently (t(161) ¼ 4.66, p< .001, r¼ .34) than their parents
reported. Dependent t-tests were also performed for each indi-
vidual item. Of the 22 ON TRAC items, 17 had higher youth mean
scores and 5 had higher parent mean scores, but only 8 items had
signiﬁcantly different mean scores; for 7 of these, youth had the
higher mean scores reporting greater knowledge about their
medications and consistently taking medications on their own,
getting to appointments as well as contacting clinics when
symptoms worsen, asking health care providers health related
questions more frequently, and thinking beyond high school. Only
one item, “I talk to friend(s) about my problems or worries,” was
rated higher by parents. There was a wide range in youth-parent
difference scores, and extreme differences between youth and
parent scores (> 2 SD) were identiﬁed for 5.2%, 5.5%, and 3.1% of
the knowledge, behaviour and cut-off scores respectively.
Conclusions: Youth with chronic conditions and their parents
appear to have different assessments of adolescents’ health-related
knowledge, self-management skills and consistency of self-care
behaviours. Using both youth and parent versions of the ON TRAC
questionnaire could help clinicians initiate important conversa-
tions between adolescents and their parents about the youth’s
level of health-related knowledge, self-management skills and
behaviours, and where large discrepancies in assessment exist
between them, clarify potential differences in perspective. Such
conversations could be pertinent to preparing adolescents and
their families for the transition to adult medical care.
Sources of Support: Canadian Institutes of Health Research
#CPP86374.
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DO PARENTS OF ADOLESCENTS WITH CANCER KNOW WHAT
THEIR TEENS WANT?
Maureen E. Lyon, PhD, Shana Jacobs, MD, Yao I. Cheng, MS,
Jichaun Wang, PhD.
Children’s National Medical Center.
Purpose: To examine the congruence between adolescents with
cancer’s needs for end-of-life care and their families’ perception of
those needs.
Methods:We surveyed adolescent/parent dyads recruited from an
urban hospital-based adolescent outpatient and inpatient settings,
using the Lyon Advance Care Planning Survey. Thirty-four par-
ticipants (n ¼ 17 adolescent/parent dyads) randomized to the
intervention study arm of a randomized clinical trial were sur-
veyed. The survey was administered separately to adolescents and
Poster Presentations / 54 (2014) S34eS93 S41their parent by a trained facilitator. Kappa statistics determined
congruence between adolescents’ responses and their families’
perceptions of how their adolescent would respond.
Results: Adolescents with cancer aged 14-21 and their 22-62 year
old parents were recruited and enrolled with IRB approved assent/
consent. Adolescents mean age was 16.6; 63% male; 58% African-
American. Diagnoses were 47% leukemia, 26% brain tumor, 16%
solid tumor, 11% lymphoma. Adolescents rated their health as good
to very good (94%). “When do you think it is the best time to bring
up end-of-life decisions?” Six adolescents, 35% (6/17) and one
surrogate did not know. Of those who had an opinion, 56% of ad-
olescents preferred to talk about advance care planning issues
earlier in the course of illness (when ﬁrst diagnosed or ill) or at
each stage of their illness. The majority of families (88%) preferred
to wait to talk about these issues later (ﬁrst hospitalized or if
dying). Five areas of congruence were found between adolescents
and their families: Fear of dying in an institutional setting (7 dyads
not sure or not afraid; 4 dyads afraid with 60% congruence Kappa¼
.60, p ¼ .028);If dying, fulﬁlling personal goals/pleasures (2 dyads
not sure or not important; 13 dyads important with 61% congru-
ence, Kappa ¼ .61, p ¼ .044);If dying, saying everything I want to
say to people in my family (1 dyad not important; 16 dyads
important with 100% congruence, Kappa¼ 1.000, p¼ .059); Attend
religious services (6 dyads not sure or not important; 8 dyads
important with 77% congruence, Kappa ¼ .78, p ¼ .002);Consider
yourself religious/spiritual (3 dyads no; 13 dyads yes with 82%
congruence, Kappa¼ .82, p¼ .006). Congruence without statistical
signiﬁcance was also found: understanding treatment choices
(16/17 congruent), being physically comfortable (16/17 congruent),
and being free from pain (16/17 congruent). Survey items impor-
tant to ¼ 90% of adolescents without congruence with families:
dying in home and being at peace spiritually Six adolescents (35%)
would want to know if they were dying. Dying a natural death was
important for 15 patients (88%).
Conclusions: While there are substantive areas of agreement be-
tween teens and parents and their decisions, there are important
areas where parents don’t know what their teens want. Parents
need help initiating these conversations and want to know.
Sources of Support: Supported in part by 119503-PEP-10-171-01-
PCSM from the American Cancer Society and the CTSI-CN
UL1TR000075 from the NIH National Center for Advancing
Translational Sciences.
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EFFECTIVENESS OF A STRUCTURED EDUCATIONAL
INTERVENTION USING PSYCHOLOGICAL DELIVERY METHODS
IN CHILDREN AND ADOLESCENTS WITH POORLY CONTROLLED
TYPE 1 DIABETES: A CLUSTER RANDOMIZED CONTROLLED
TRIAL OF THE CASCADE INTERVENTION
Deborah Christie, PhD, FSAHM.
University College London Hospitals.
Purpose: The CASCADE study assessed the feasibility of providing
a clinic based structured educational group programme using
psychological approaches to improve long-term glycaemic control,
Quality of life and psychosocial functioning in young people (yp).
Methods: 28 UK paediatric diabetes services were randomized to
intervention or control. The study recruited 362 children (8-16
years) diagnosed with Type 1 Diabetes for over 12 months with a
mean 12 month HbA1c > ¼ 8.5. 43 healthcare practitioners weretrained in the intervention of four group education sessions led by
a Paediatric Diabetes Nurse with another team member. Primary
outcome was HbA1c measured at baseline, 12 and 24 months.
Secondary outcomes included hypoglycaemic episodes, hospital
admissions, diabetes regimen, knowledge, skills and responsibility
for diabetes management, intervention compliance, clinic uti-
lisation, emotional and behavioural adjustment and general and
diabetes-speciﬁc QOL. Intention-to-treat comparisons of outcomes
at 12 and 24 months were completed.
Results: The intervention did not improve HbA1c at 12 (0.11, (CI
-0.28 to 0.50) P ¼ 0.584), or 24 months (0.03, (CI -0.36 to 0.41) P ¼
0.891).Intervention parents at 12 and YP at 24 months have higher
scores on the diabetes family responsibility questionnaire.YP
report reduced happiness in body weight at 12 months. Only 68%
of groups were run. 96/180 families attended at least one module.
Reasons for low uptake included difﬁculties organising groups and
work and school commitments. YP with higher HbA1cs were less
likely to attend. Parents and YP who attended groups described
improved family relationships, improved knowledge and under-
standing, greater conﬁdence and increased motivation to manage
diabetes.Twenty four months after the intervention nearly half
reported that the groups hadmade thenwant to try harder and had
carried on trying.
Conclusions: A high-quality, complex, pragmatic trial of struc-
tured education can be delivered alongside standard care in dia-
betes clinics. Health care providers beneﬁted from behaviour
change skill training and can deliver pragmatic aspects of a
structured education programme after relatively brief training. The
process evaluation provides insight the model and highlights
strengths and aspects that may have contributed to the failure to
inﬂuence primary and secondary outcomes.
Sources of Support: Funding for this study was provided by the
Health Technology Assessment programme of the UK National
Institute for Health Research.
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YOU’RE NOT ALONE: SOCIAL CONNECTEDNESS IN A HOSPITAL
BASED CHRONIC ILLNESS PEER SUPPORT PROGRAM
Kate Steinbeck, MD, PhD.
University of Sydney, Australia.
Purpose: As young people with chronic illness are living longer,
there is a growing need to provide care for their psychosocial needs
as they enter adolescence and early adulthood. Having a chronic
illness may involve lengthy periods away from school and peers,
which could isolate the young people from normal social experi-
ence and development. A peer support program for adolescents
with chronic illness might be an effective way to ameliorate the
effects of social isolation. The Chronic Illness Peer Support program
(ChIPS) at the Children’s Hospital at Westmead (CHW) in Sydney,
Australia commenced in 2005, adapted from the Olssen et al (1998)
program. ChIPS at CHW initially comprises 8 weekly “talking
group”meetings of 2 hours duration co-facilitated by a nurse and a
young adult with a chronic illness located in a hospital setting.
Commonly, those who participated in ChIPS have a rare medical
diagnosis and have no other obvious access to peer support.
Methods: We conducted a Realistic Evaluation of the 8 week ChIPS
programat CHWtodescribewhich aspects of the programwork, for
whom, and in what circumstances. We collected qualitative data
from focus groups with ChIPS participants, their parents, and
